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The broader burden of end-stage 
renal disease on children and their 
families
AL Friedman1–3
When a child has end-stage renal disease and requires dialysis, a 
heavy personal and financial toll can be extracted from the caregivers 
and the family. Tsai et al. have demonstrated an adverse effect on the 
psychosocial and socioeconomic well-being of caregivers of children 
on chronic peritoneal dialysis. These findings raise other questions and 
force us to think about support for the caregiver as well as the patient.
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Th at end-stage renal disease (ESRD) is 
medically difficult for patients is well 
known to patients and their caregivers. 
Th e documented myriad of changes as a 
result of poor renal function and dialytic 
support involves essentially all organ sys-
tems from cardiovascular eff ects to central 
nervous system changes.1 Superimposed 
on all the physical and cognitive changes 
experienced by patients is the impact of 
ESRD on the aff ective mental health of 
patients and on the health and economic 
well-being of patients’ families. Th is latter 
issue — the physical, mental, and fi nan-
cial health of families — is an area of more 
recent study.2,3
Objective measures of mental health 
and socioeconomic well-being are more 
widely used. Th e techniques for studying 
the mental health and social integration 
of children have taken longer to develop, 
and therefore studies looking at the impact 
of chronic disease on the children and 
their families are now, with increasing 
frequency, entering the literature.3 Th e 
publication by Tsai et al.4 (this issue) points 
to basic issues surrounding the care of chil-
dren with chronic renal diseases. Invari-
ably children with chronic disease require 
the help of parents, guardians, or others 
in order to survive. Children, including 
adolescents, cannot and should not be 
expected to manage their disease with-
out the help of competent adults. Adults 
oft en need support. Children need direct 
involvement and supervision. Th erefore, 
the physical, mental, and economic health 
of caregivers will profoundly infl uence the 
outcome for children. Th e observation by 
Tsai et al.4 that probable depression was 
three times more likely to be found in car-
egivers of children on peritoneal dialysis 
than in caregivers of normal children, and 
that caregivers of children on peritoneal 
dialysis were less likely to hold a full-time 
job and, on average, earned less than care-
givers of normal children, is very impor-
tant to understanding the overall impact 
of this form of chronic disease on children 
and families.
These observations raise questions and 
concerns.
The association of socioeconomic 
status with medical outcome is well 
documented.5 Th e association of socio-
economic status and chronic illness with 
family functionality is also documented.6 
Chronic disease in a child, especially 
a condition that entails loss of control, 
has a negative impact on families, mak-
ing them more dysfunctional. But some 
questions have not yet been answered 
clearly by Tsai et al.4 and others: Do fami-
lies become more dysfunctional as a result 
of the chronic illness? Does this increas-
ing dysfunctionality lead to a lowering of 
socioeconomic status and a worsening 
of medical outcomes? Is there a cycle in 
which dysfunctionality and lower socio-
economic status positively feed back on 
each other (Figure 1)?
Children with chronic diseases increase 
the stress on families by adding the 
responsibility of caring for the ill and 
the fear of more serious illness or death.7 
Th ese families have a poor sense of coher-
ence and reduced functionality.8 Tsai et 
al.4 and others9 have found that psychiat-
ric symptoms in the caregivers of chroni-
cally ill children are more common and 
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more severe. Th e more severe the child’s 
illness is thought to be by the caregiver, 
the more ill the caregiver perceives him-
self or herself to be. Th ere is a very strong 
correlation between the adaptation of the 
patient with chronic illness to his or her 
situation and the coherence and function-
ality of the non-chronically-ill spouse.10 
Th e child–parent/guardian relationship 
may be more diffi  cult to study, but it cer-
tainly seems likely that a strong two-way 
correlation would exist between how well 
the caregiver adapts to a child’s chronic 
illness and how well the child adapts to 
the illness.
Is ESRD, as a chronic illness, diff erent in 
the pressure and strain it puts on families 
as compared with other chronic illnesses 
in children (cystic fi brosis, asthma, dia-
betes mellitus, mental illness, epilepsy, 
and so on)? Th is has not been studied, 
and therefore, as yet, we cannot piece 
apart the impact of the perceived long-
term outcome of the child, the level of 
functionality of the child, the amount of 
actual nursing care that must be delivered 
(for example, peritoneal dialysis), and so 
on, on socioeconomic status or physical 
and mental symptoms of caregivers. Th ese 
types of studies would allow us to under-
stand how well we could apply lessons 
learned from other patient populations 
to children with ESRD.
Th ose involved in the care of children 
with chronic diseases and health-policy 
planners must take into account the 
interrelationship of childhood chronic 
illness, family and caregiver functional-
ity, and socioeconomic status. Respite for 
caregivers, recognition of the real costs 
of the child’s illness, increased attention 
to the family’s or caregiver’s health, and 
prevention of loss of employment and of 
further degradation of socioeconomic 
status are necessary to improve outcomes 
and to allow children to eventually enter 
society as truly functional and contribut-
ing members.
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Figure 1 | Chronic disease and the medical–socioeconomic cycle of risk.
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